Possible directions for palliative care research in Africa Background
According to the World Health Organization (WHO), noncommunicable diseases (NCDs) kill 38 million people each year globally. Cardiovascular diseases account for most NCD deaths (17.5 million people annually), followed by cancers (8.2 million), respiratory diseases (4 million) and diabetes (1.5 million). The majority of these deaths occur in low-and middle-income countries. 1 Sub-Saharan Africa equally continues to be the epicentre for the HIV/ AIDS epidemic. According to the United Nations Joint AIDS Programme (UNAIDS) 2014, the highest number of people living with HIV was in sub-Saharan Africa -24.7 million. 2 This pandemic is complicated by the high prevalence of tuberculosis, the leading cause of death in this population. 2 The high burden of life-limiting and lifethreatening conditions makes palliative care a pressing need in the region. Palliative care service provision should be underpinned by evidence, 3 thus the need for an evidence base is also critical.
The state of evidence for palliative care in Africa remains poor, but has been steadily increasing over the years, thereby increasing the body of knowledge in the region and the evidence base for better practice. The challenges associated with conducting palliative care research in Africa include lack of a research culture; lack of research skills and knowledge among health care professionals; professional isolation; lack of agreement on outcome measures, key definitions and concepts; a dearth of research funding; the absence of national strategies for palliative care research; and the absence of a strategic research vision. 4 The level of health care coverage remains low in Africa, access to palliative care limited and research systems poor. WHO recommends four strategies 5 for strengthening research systems in health, which are also applicable to palliative care; these are subsequently discussed below.
Capacity: strengthening health research systems
Some efforts have been made to strengthen health research systems in Africa. The University of Cape Town in South Africa and Institute of Hospice and Palliative Care in Africa, Uganda, now offer a research methods module to students attending degree courses. The students are also required to undertake research projects as part of the course, and this is helping with promoting the research culture. It should, however, be noted that the number of available palliative care professionals in Africa continues to remain low and the few qualified professionals continue to work in isolation. Special research interest groups, including the African Palliative Care Research Network (APCRN) and the Makerere Palliative Care Unit Research Network, are working towards bridging this gap by engaging professionals in joint research, training and information sharing initiatives. The APCRN, however, faces funding challenges, and this compromises the extent to which it addresses regional research-related needs.
To build and sustain capacity for research, providing higher level education and continued substantial mentorship for those who receive palliative care training is recommended. Opportunities for short-term training programmes and fellowships could strengthen systems through mentorship, but such opportunities remain substantially scarce in palliative care, making sustainable capacity building and research system strengthening very difficult. This should be the focus of partnerships and collaborations with global partners to ensure better research infrastructure, capacity and resources are developed in Africa. Such partnerships can focus on training, capacity building for hands on service delivery which should be integrated with research components and overarching research efforts at the level of governments, health facilities, academic institutions and the nongovernmental care players.
Priorities: focusing research globally on priority health needs
Lack of a strategic vision that focuses on the region's palliative care needs and priorities has been noted as a barrier to research. Of recent, priority research agendas have been developed for adult and paediatric palliative care, 6,7 but most of these provide very little input into the global research priorities and disease prevention and treatment goals for HIV/AIDS and cancer, the two diseases that predominantly contribute to Africa's disease burden for conditions that require palliative care. The ability to find sources of funding for research correlating to these conditions remains a serious challenge in the region as direct Palliative Medicine 30 (6) funding for palliative care as a speciality is limited. African palliative care research priorities need to be clearly defined and understood and then resources invested in targeted research areas. Such efforts should balance the investment of resources into specific disease programmes with the defined research agenda and priorities in Africa.
Standards
Palliative care research in Africa has partly been hampered by lack of context appropriate and validated outcome measures. It becomes very difficult to demonstrate effectiveness of services or improve processes of patientcentred care. To date, the APCA African Palliative Outcome Scale (POS) is the best available appropriate outcome measure for adult palliative care. 8 There is need for outcome measures that can be used in paediatric palliative care to improve outcomes and processes of care. The lack of consensus on what palliative care is and isn't is represents a barrier to clinical communication and research. Although palliative care has been defined by the WHO with a definition developed in 2002, in many African countries, definitions and concepts that are not constitutive of the WHO definition continue to prosper. The discipline is still viewed as being synonymous with home-based care, pain management alone and at times it is 'defined' as end-of-life care. It becomes very difficult to generate evidence that should inform standards of care that meet individual and specific needs of people living with life-limiting and life-threatening conditions without a consensus on what palliative care is and isn't. Without consensus norms on definition, outcome of care measurement, demonstrating effectiveness of services, and standardising clinical and research communication also becomes complex. Initial steps to addressing this gap include the development of palliative care standards that are based on the WHO definition for palliative care. These are meant to promote consensus on service and outcome definitions. Lack of resources to support training and integration of standards into services remains a hindrance to the roll out of their use in most settings.
Knowledge exchange
Regional conferences in palliative care are now quite common in the region. Some of these include the triennial African Palliative Care Conference, the biennial Kenya Hospice and Palliative Care Association conference, the biennial Palliative Care Association of Uganda conference and the annual Hospice Palliative Care Association of South Africa conference. These conferences are being used as platforms for information sharing and advocacy. The level of knowledge exchange remains low as the largest percentage of most of the work done is never disseminated. This is partly due to poor documentation of best practices. More so, very few palliative care practitioners in Africa engage in palliative care research. Those who do, do not often complete the process to publication because of the lack of a supportive system, limited resources and overwhelming work situations given the poor health worker to patient ratios and in some cases lack of a research culture. Pitfalls associated with non-dissemination of research include 'bias, unnecessary duplication of studies and harms patient outcomes'. 9 With improving mobile phone technology on the continent and the awareness about research, all palliative care programmes need to build research to ensure sustainability. To bridge the gap, setting up a grey literature website and working closely with ecancer (http://ecancer.org/) to encourage stakeholders to publish and share lessons and best practices is APCA's priority.
Knowledge translation
According to the WHO, the translation goal should lead to strengthening the link between research, policy and practice. 10 Africa needs to build capacity for knowledge translation (KT) as research evidence may be of little value unless it is put into practice. KT has emerged as a paradigm to address many of the challenges and start closing the 'know-do' gap 11 and is a useful strategy for embracing the WHO recommendation on use of research to change practice. Involving policy makers and practitioners in research processes is recommended for bridging the knowdo gap as it ensures that the information needs of policy makers and practitioners are met. This approach nurtures data demand and use of information for policy and improving practice. Moreover, information should be provided in formats that are useful for policy makers and those involved in clinical practice to increase use of evidence in policy, planning and service development. Research designs in Africa should therefore provide for implementation of findings either directly or through linkages partnership with relevant in country agencies and ministries of health to overcame the challenge of lack of KT. Discussing the regional goals for palliative care research Regional improvements in palliative care can only be informed by quality research that takes a regional perspective. For this reason, research dissemination at the 5th international palliative care conference, hosted by the African Palliative Care Association and the World Hospice and Palliative Care Alliance, will provide a strategic research dissemination forum. At this conference, hosted in Uganda on 16-19 August 2016, the APCRN will be hosting a full-day research workshop to regional and international stakeholders. This strategic workshop will address challenges to palliative care research in Africa, current developments and strategies to guide research aligned to the 2014 World Health Assembly (WHA) resolution on palliative care.
